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The ability to work at these questions as a community rather than as adversaries will determine much about the ability of the health care system to respect the dignity and autonomy of those who seek aid and comfort when faced with serious illness and impending death. Better communication between the physicians, health care providers, the lawyers and ethicists must be developed in order to solve these problems.
A major problem, prolonging the dying of the terminally ill, with its medical, legal, ethical and economic complexities now confronts American society. The problem is particularly acute in teaching hospitals, in which one finds a disproportionate number of terminally ill patients. ' During surgery he suffered two periods of cardiac arrest and was successfully resuscitated on both occasions, although he was left with some residual brain damage. The operation was technically successful, but the patient remained semi-comatose following the procedure. As a result of kidney failure the patient required daily dialysis. On the third postoperative day, he developed severe difficulty in breathing and was placed on a respirator. Severe infection of his lungs required large daily doses of intravenous antibiotics.
Dr D J was seen in consultation by at least seven specialists, all of whom were his friends and his former associates. He was also well known to the nurses in the recovery room.
Over the next four weeks his wife and family visited him daily. His physicians never mentioned the possibility ofdiscontinuing the 'life-saving' procedures but left the family with the impression that recovery was possible. It was only after a medical school classmate and long-time friend presented the patient's wife with the fact that recovery was extremely unlikely that she suggested that 'heroic measures' be ceased. The total period of time in the hospital 'prolonging his dying' was five weeks at a cost of four hundred thousand dollars.
These two case histories represent typical examples of the possibility of prolonging life due to the results of medical research and advancement of new technology. Before the advent of chemotherapy in the 1960s Mr W S would have lived only one to two years. Dr D J was alive because insulin was available to treat his diabetes. The successful surgical repair of his aorta has been possible only for the past thirty years. Without. the modern methods of resuscitation he would not have survived cardiac arrest.
The most difficult decision facing health care professionals is when and for how long to carry out costly and sophisticated procedures in patients with terminal illness. The proper medical care of the patient with a terminal illness may not necessarily be prolongation of life with every modern technique available, but rather to aid the patient, with the concurrence of the family, to die with dignity and without unnecessary pain and suffering. It might be said that Mr W S had proper medical care and that Dr D J had excellent technical care, but that both had improper overall medical care.
Many persons, including health professionals, will not agree with the above conclusions regarding the management of these two dying patients. Young physicians caring for Mr W S expressed quite openly that they considered it improper medical care to discontinue the dialysis. They pointed out that there are no legal restrictions on the use of dialysis and occasionally patients with multiple myeloma may respond to chemotherapy, including the renal disease, and may regain kidney function if they can be kept alive long enough to respond to therapy.
A third case provides an example of a patient choosing his own treatment of his terminal illness. Dr B J, a 73-year-old emeritus professor of medicine, died in the peace and quiet of his home in the presence of his family.
Approximately eight years before his death he was found to have a tumour of his right eye. A biopsy revealed that the tumour was a melanoma, a highly malignant cancer. After consultation with associates in ophthalmology and cancer therapy, he chose radiation therapy rather than removal of the eye. He had reviewed the literature and even though removal of the eye had a slightly higher cure rate, he wished to retain bilateral vision as long as possible.
He did very well for the next seven years except for the expected development of a cataract four years after radiation. This was surgically removed and he continued in relative good health. He was an avid horseman and continued to enjoy his favourite sport. He also continued to work part-time as a consultant on the medical service. One year before death he developed diabetes and was placed on oral hypoglycaemic agents. Six months later he became jaundiced, one of the known complications of these drugs. However, physical examination revealed an enlarged liver. The drugs were stopped but the jaundice continued. With a great deal of urging by his colleagues he submitted to liver biopsy. The biopsy revealed metastases which were easily identified as originating from the melanoma.
Again with the urging of his colleagues he agreed to start a course of chemotherapy, on condition that it was carried out on an outpatient basis. The therapy, as expected, caused nausea, vomiting, and malaise. He then told his physician that he did not want to continue therapy. He preferred to be at home with his family. One month before death he enjoyed a few days teaching his young grandson how to ride. He gradually became weaker and spent his last few days in bed attended by his wife with an occasional visit from close friends. His children, including grandchildren, were with him for the last forty-eight hours.
This physician, with the full concurrence of his family, chose to die at home rather than in the isolation of a room in a hospital.
It should be pointed out that this was a wellinformed 'medical family': the wife was a nurse, one son was a physician, one daughter was a nurse and her husband was a physician. It is possible that many individuals would choose this way to die if they could become as well informed as this medical family.
In presenting these cases we are really discussing two sorts of problems: economic moral questions (resource allocation), and non-economic moral questions (human dignity and quality of life).
A discussion of economic moral issues will be political, the government being the principal provider of the health dollar. It must be emphatically emphasised that governments should not decide who lives or dies. One republic in the 1930s made this decision and it eventually led to the destruction of over six million lives. Malcolm Muggeridge in a recent interview stated: 'I'm not exactly in favour of prolonging life in this world but I am very strongly in favour of not arbitrarily deciding to end it' (1). He points out that the Weimar Republic was the first government in modern times to pass euthanasia legislation. This legislation provided the basis, first of all, for getting rid of what were called useless or nonproductive lives: the sick, senile, or mentally afflicted. Later this included defective children and people who were not considered to be appropriate citizens of the State. To us, one of the most distressing aspects of this tragedy was that physicians carried out the government's decree and that the medical profession subsequently continued to co-operate with the Nazi authorities in putting it into effect.
At present, there are no hard and fast rules for the physician, family or patient in dealing with the very complex non-economic moral issue -quality of life and/or death with dignity.
History tells us that over the years attitudes towards death have changed. Phillippe Aries points out that: 'In the beginning, man apparently did not fear death. Death was accepted without fear, as being part of the natural progression of life. Death was neither hastened nor delayed. This situation existed for a millennium. Dying was a public event and death took place in the presence offamily, friends, neighbours, and children.
At the turn of the century, two-thirds of people who died in this country were under the age of 50, and most died at home in their beds surrounded by their family and friends. Children learned to view death as a part of life, not threatening or unusual, but simply a part of reality. Today most deaths occur in an older population, those over 65 years of age, and two-thirds of our people die in medical institutions and nursing homes. Most children are not exposed to death in their formative years when they have the security and comfort of their family to help them deal with it. That they may have difficulty coping with death when they become adults is not surprising' (2).
What happens to most patients with a terminal illness in a university teaching hospital setting? To begin with, a majority of patients are referred by their personal physicians. Many come from a considerable distance, and may or may not be accompanied by their families. In many instances, the family returns home after the patient has been admitted. Many university hospitals are the hospital of 'last resort'. Even though the history, physical examination, and letter or telephone call from the referring physician suggests a terminal illness, resident physicians feel compelled to order a whole new battery of technological procedures and laboratory tests. As teachers we have taught students to be thorough in the detection of disease, and to aid the patient to live rather than aiding him or her to die. Is the system wrong? Not basically, but it does present serious problems in the care of the terminally ill patient. This is especially true if relief of pain and suffering is not given equal or even more consideration than the costly and sometimes painful search for the ultimate diagnosis and treatment. What is needed is sound professional judgement as to what should be done to and for the patient.
However, in order to establish a sound basis for this professional judgement the medical profession will need help and advice. Fortunately, there are now in America several organisations whose main function is to educate the public about the problem of prolonging dying, one of the most active being Concern for the Dying. This organisation has been particularly effective in alerting the public to the concept of the living will, a document which allows a person to state that no life-sustaining mechanisms are to be used to prolong life in cases where there is no hope for recovery. Many States have adopted such provisions, making them acceptable legal documents. At a 1983 national meeting on the living will, sponsored by Concern for the Dying, Alexander Capron, Professor of Law at Georgetown University, noted four fundamental facts demanding solutions creatively adapted to local and institutional circumstances: 1) death is no longer a natural process; 2) death occurs in institutions; 3) death is not an unexpected event for most people (ie at least half the population dies from illness diagnosed more than two years beforehand), and 4) this society remains very ambivalent in its reaction to death.
Capron maintained that 'health care professionals and institutions serve patients best by maintaining a presumption in favour of sustaining life while recognising that patients are entitled to choose to forego any treatment.
'Above all', he stressed, 'the voluntary choice of a competent and informed patient should determine whether or not life-sustaining treatment is continued or discontinued. The corollary is that institutions and professionals should do all they can to enhance the patient's ability to make such competent and informed choices' (3).
Many organisations of physicians have been addressing the important issue of the proper care of the terminally ill, the American College of Physicians being among the most active. Recently the New Jersey chapter of this group issued some guidelines for the care of the hopelessly ill patient. Some of the details of the guidelines may certainly serve as a basis for future debate. They are as follows:
'The physician's responsibility: All medical codes recognise that the physician's duty is to act in the best interests of his/her patients, to relieve suffering and improve health while maintaining competent and compassionate service with respect for human dignity.
Moral concerns: Dignity is hard to define and the perception of indignity clearly depends upon the observed and the observer. However, there are circumstances in which the relentless maintenance of medical treatment is inconsistent with what is perceived to be the patient's dignity.
Life itself is of value even in the case of patients hopelessly ill with incurable disease. When doubts exist, a presumption should be made in favour of life preservation. The legal and moral prescription in favour of life always should be recognised, but the principle is not absolute. Honest and responsible people may differ in gradations of valuation and consider quality of life in addition to quantity. Societal attitudes increasingly recognise a competent patient's right to decline treatment even if in so doing death may be hastened. Admittedly, this is not uniformly accepted. Differences also must be reconciled in order to permit formulation of reasonable and compassionate treatment plans.
The further the patient is from expected death, the greater the necessity to consider how much life itself has become burdensome to the patient, rather than whether the patient is a burden upon family or society. Devaluing life on the basis of advanced age alone, non-productivity, cost, or lesser degrees of disability is unacceptable' (4).
As might be expected, not all physicians agreed with the guidelines. For example, here are two rather divergent views. One physician states: 'It should be stressed that treatment that prolongs pain and suffering by patients and relatives and only prolongs the physiologic process of dying benefits no one, least of all the patient' (4). It is encouraging that so many private and public groups are continuing to address the problems of health care. Many have emphasised the problem of the proper care for the dying. There is an urgency for a solution to this problem, even in a nation as wealthy as the United States, because rising costs of medical care in America have reached an alarming level. The Social Security System, which includes Medicare, is in serious financial trouble, due in no small part to our inability to control rising costs of Medicare. The medical profession has been slow to respond to rising costs and the federal government, in an attempt to halt these increasing costs, has stepped in with new regulations. Stricter regulations can be expected if those presently in effect prove ineffective.
Prolonging dying in hospitals, Medicare and cost containment are very much interrelated for the following reasons: 1) We have an aging population which by the year 2000 will represent over 20 per cent of our population; 2) Eighty per cent of the health dollar is consumed by 13 per cent of the population of which half of the patients are over 65 and on Medicare;
3) The single most expensive medical bill is for the last week oflife ofa patient terminally ill in an acute care hospital; 4) Twenty-two per cent of the Medicare budget in 1983 was for the cost of hospital care for the last year of life, and 5) Eighty per cent of our population now dies in institutions.
Over the next ten years society and our elected representatives will be making very demanding decisions about the use of the health dollar. One possible way to prevent increasing costs is to reach significant agreement on the proper care ofthe dying.
One of the costs which will surely be evaluated is the cost of terminal care for a dying patient in a hospital setting. To re-emphasise, the single most expensive medical bill at this time in America is for the last week of life in an acute care hospital. If we decrease the dollars spent for hospitalisation for the last year of life, might these savings be more properly allocated to other health programmes which would be more beneficial to all of society? In that the federal tax dollar supplies over fifty per cent of the funds spent for health care, the total amount and the allocation becomes a political issue.
The distinction between non-economic and economic concerns must be made even more specific. If we had unlimited funds for measures which prolong death, should we use them? This will be the major economic-moral question to be answered if economic constraints prevent 'proper care of the dying'. The slogan 'death with dignity' emerged when overtreatment of patients became a threat. Will economic constraints bring the threat of under-treatment of patients? It is obvious that the problem we face is the formation of some non-governmental guidelines on what constitutes 'proper care'.
Whether properly formulated guidelines for the proper care of dying will really reduce the cost of medical care is unknown. Our thesis is that at the present time there is 'over-treatment' and 'overhospitalisation' of the dying patient. This thesis needs to be very carefully evaluated by working out proper guidelines and proposing alternate methods of care which will be cost-saving and humane. Hospices and visiting nurses who provide home health care, which have been so successful in Great Britain, have been less popular in America. These two methods of care need to be evaluated in more depth in America as a humane alternative to hospitalisation.
Proper care for the dying is being considered, discussed, and evaluated by very thoughtful people. It 'It assumes that the practitioner is riddled with uncertainty in facing a particular decision and seeks help from the ethicist in identifying the right set of principles to resolve the quandary. (Some ethicists and clinicians have so honoured this view of medical ethics that they wanted to publish a book on the subject that would fit into the physician's hip pocket for the handy resolution ofquandaries.) Images do not function quite so successfully in those situations which the moralists call hard cases. They do not operate as a manual for getting the decision-maker out of an exceptional moral bind in which he or she does not know what to do. Rather, they provide a comprehensive ordering of life -an interpretation of role, metaphysical setting, and institutional context -that makes moral behaviour seem more like a rite repeated than a puzzle solved. An image provides a compelling picture of the world and one's role in it. What one does appears to be what the world compels. The image renders another kind of behaviour unthinkable' (8) .
One interpretation of this statement by our colleague in bioethics, James Childress, is that May is calling into question the whole emphasis on 'tough medical decisions' or what he calls 'quandaries' or 'dilemmas' in order to emphasise the way images held by professionals order their lives and actions. Hence moral conduct is more a rite than a puzzle, as James Childress has observed (personal communication).
Whether considered a rite or a puzzle, physicians will continue to need help in working out a humane and moral way for the proper care of the dying.
In closing, we will quote from something written to us by one of our distinguished senior colleagues, Eugene Stead.
'The problem of getting out of this world gracefully has not been solved for many of us. How to let people die when their time has come without the rest of us becoming brutalised is still beyond us' (personal communication He will also be taking course work in Public Policy while at Chicago.
